Aim: To explore specialist and generalist palliative care provision for people with non-malignant respiratory disease, in rural and urban areas in the North and Republic of Ireland.
tance of generalist and specialist palliative care being made available to patients with a respiratory illness (Bradley et al., 2008; Lanken et al., 2008; NICE 2010 NICE , 2013 Raghu et al., 2011) .
Research suggests however that patients with NMRD do not receive the same standards of palliative care as patients with lung cancer (Goodridge et al., 2008; Partridge, Khatri, Sutton, Welham, & Afmedzai, 2009 ). There is clear symptom burden experienced by patients with NMRD, such as dyspnoea, hypercapnia and anxiety, therefore palliative care may mitigate against increased burden by the judicious use of analgesics, antibiotics, O 2 therapy and comfort care measures as appropriate. Generalist and specialist palliative service provision for patients with NMRD in the North and Republic of Ireland (ROI) has been previously described (Mc Veigh, Reid, Larkin, Porter, & Hudson, 2017) . In NI, patients with COPD and their carers expressed concerns about a variety of unmet holistic needs . Hasson et al. additionally highlighted that patients with COPD experienced uncertainty regarding the trajectory of their disease. Further evidence also depicted that carers of patients with COPD had a range of unmet needs and can receive inadequate support from the healthcare profession . There is limited evidence however regarding palliative care for patients with ILD or bronchiectasis, alongside COPD. Given this background the research question guiding this study was: What are the perceptions of bereaved carers and healthcare professionals (HCPs) of the generalist and specialist palliative care service provision for people with NMRD, in rural and urban areas in the North and ROI.
| Background

Why is this research needed?
• Internationally, palliative care is recommended for people with non-malignant respiratory disease, yet the integration of palliative care for this client group is unclear.
• There is limited evidence regarding palliative care for patients with interstitial lung disease or bronchiectasis, alongside chronic obstructive pulmonary disease.
• There is limited research regarding the influence of geographical location on the provision of palliative care for patients with non-malignant respiratory disease.
What are the key findings?
• The uncertain disease trajectory associated with nonmalignant respiratory disease and a lack of prognostic information from healthcare professionals, resulted in a lack of preparedness for death.
• The availability and coordination of generalist and specialist palliative care services were fragmented and varied dependent on geographical location, this was not just isolated to rurality but also health jurisdiction.
• Specialist and generalist palliative care services are appropriate for patients with other forms of non-malignant respiratory disease such as bronchiectasis and interstitial lung disease, not just chronic obstructive pulmonary disease.
How should the findings be used to influence policy/practice/research/education?
• Future respiratory and palliative care policies should reinforce amongst healthcare professionals the importance of providing information regarding prognosis to this client group and be effectively implemented in clinical practice.
• Enhanced access to specialist and generalist palliative care services is needed in areas with fewer services to improve local palliative service provision.
• Palliative service provision should be inclusive of all forms of non-malignant respiratory disease to address the needs of patients with interstitial lung disease and bronchiectasis, alongside chronic obstructive pulmonary disease.
| TH E STUDY
| Aim
The aim of this study was to explore specialist and generalist palliative care provision for people with NMRD from the perspectives of bereaved family carers and healthcare staff, in rural and urban areas in the North and ROI.
| Design
This study employed a broad interpretivist qualitative enquiry to facilitate an in-depth exploration of the intricacies of the topic being investigated and to appropriately access the meanings and values study participants applied to their experiences (Lapan, Quartaroli, & Riemer, 2011) .
| Participants
Recruitment for the interviews and focus groups has been previously highlighted (Mc Veigh et al., 2017) . Convenience sampling was employed in this study. Sociodemographic details about participants of the interviews and focus groups are conveyed in Table 1 . All participants were recruited across two rural and two urban sites in the NI and the ROI (Figures 1 & 2) . Eligible participants targeted for the semi-structured interviews were bereaved family carers, identified by a respiratory nurse specialist as the main carer, of people with NMRD who had died 3-18 months previously. Participants were excluded if they were under 18 years old, did not speak English or were too distressed to take part in a research study. Eligible participants for the focus groups included members of the multi-disciplinary team that were involved in the generalist and specialist palliative care of patients with NMRD and identified by relevant heads of each department. Table S1 ) were conducted in participants' homes (N = 10), or over the telephone (N = 7) to allow them to choose an interview method that was most convenient.
Interviews ranged from 22-80 min in length, with an average of 50 min. Focus groups (n = 4) with HCPs were conducted at each site involved in the study (see Table S2 ). The focus groups ranged from 68-81 min in length, with an average of 74 min. All interviews and focus groups were digitally recorded and transcribed verbatim. Interviews and focus groups were conducted by the lead author who had appropriate training on conducting qualitative research. To aid accurate recording of focus groups, an additional member of the research team fulfilled the role of note taker. Data collection was completed when it was noted by the researcher that no new themes or information were emerging from the data.
| Data analysis
Data were analysed by adopting a thematic analysis framework described by King and Horrocks (2010) . To assist with managing the data the qualitative research software package NVivo (Jupp, 2006) was Stage two encompassed grouping together descriptive themes to generate interpretative themes and highlight emerging patterns in the data.
The third stage of the framework required the identification of a number of overarching themes developed by pulling together and linking all the interpretative themes that had been established. The overarching and interpretative themes are outlined in Table S3 .
| Ethical considerations
The ethical considerations of the study have been previously 
| Rigour
Rigour of the study has been described previously (Mc Veigh et al., 2014) . Each transcription was initially analysed by the lead author and then reviewed by the remaining research team to verify the themes generated from the data collected. She deteriorated very quickly when she went into the hospice I have to say. From going in and being able to walk and look after herself very quickly it got to the stage where she couldn't walk and didn't get dressed or anything. She had gone downhill very rapidly when she went home and then went back into the hospice.
| FINDINGS
(BC4, p5)
Carers of patients with COPD or bronchiectasis expressed that the patient's condition appeared to deteriorate and then improve, leading them to believe that the patient would always get better again after becoming unwell:
You know a few Christmases ago he was rushed into hospital on Christmas Eve and was really unwell and I saw the wires and everything and thought this is serious. But he pulled through. So it was a case of every time he went into hospital the whole village just thought, 'aw there he goes back into hospital again he will be out by the weekend.' So we never expected him to die, to not come home.
Nobody expected it at all, my friends, nobody. (BC9, p4)
Carers additionally highlighted feelings of uncertainty about the patient's condition associated with a lack of information from HCPs about the life-limiting nature of NMRD:
You know nobody ever told me how long he had left or how long this was going to go on for and I feel now I could have done with more information. Nobody ever tells you, you are just left to your own imagination and they just expect you to know but people don't know. Now I know a doctor can't just turn around and tell you the exact date he is going to last too but they could have given me an indication that he wasn't going to get better and that it would only go on so long. In the ROI, results confirmed that patients with NMRD received adequate support for their palliative needs in hospital. However, this care was not continued when the patient was discharged back into the community:
Well we felt that he could have definitely done with more support at home to help him. But now when he went into hospital the support he got there was brilliant, the respiratory nurses and all were just brilliant. But when he was discharged home the care just stopped, it tapered off when he was discharged home from hospital.
(BC15, p2)
Carers additionally reported that the majority of patients with NMRD in the ROI (N = 7) died in hospital (N = 6), rather than their preferred place of death:
My partner would have ideally liked to come home but. . .he did die in hospital.
(BC16, p13)
In contrast with the views expressed by participants in the ROI, findings highlighted that patients with NMRD in NI had sufficient generalist palliative care to deal with their palliative needs in the primary care setting:
As her illness progressed they were there for her. You know and obviously somebody was assessing to make sure that was happening. And then they brought in the machine for during the night and it was a very noisy machine, so they put that in that it was upstairs in the bedroom and also downstairs in the living room and so you could tell as the illness progressed all the services were being put in that she needed. (BC4, p4) Carers' expressed that the knowledge they acquired whilst caring for a patient at home was not acknowledged in the inpatient setting:
When I went to refill the machine [non-invasive ventilation machine] with water there was a nurse practitioner there and she went through me for touching the machine and I was very angry as I knew just as much about operating the bloody machine as she did.
(BC2, p8)
Role ambiguity was also exemplified by participants' conclusions that they had a lack of support from the healthcare profession and therefore had no choice but to take up the role of carer:
You know it ended up being me and my sister that would have went up a lot to see him and help him out because we didn't have any other support. A lot of the pressure was put on ourselves to look after him. (BC15, p3)
Carers additionally revealed that certain HCPs depended on them to provide guidance on how to deliver certain elements of care to the patient, such as non-invasive ventilation:
I went to for a holiday on the Wednesday and I had no sooner arrived than I got a phone call saying 'this is the nursing home here something is wrong with the nippy machine can you come and fix it?' I then had to spend the next couple of hours sending texts to the nippy rep and she actually went to the nursing home to sort it The increased referrals to specialist palliative care services were perceived as being a result of specialist palliative care providers being more accepting of patients who have a non-malignant diagnosis:
Now all hospices are open to take non-malignant referrals which are great and they are much more eager to fill that role than they were previously. who are devastated and don't want to know and yet the relatives have to know a little bit more of the gritty reality of, 'This is really tough stuff here and they are really unwell.
(RC1, Respiratory Consultant, p21)
The well-being of the carer had an impact on the patient's experience as for patients with NMRD to be successfully cared for at home the carer needed adequately supported: This adds to previous research which has highlighted that patients with COPD often get to the stage in their illness where they require regular oxygen therapy and are still unaware they have a palliative illness, due to a lack of information about the life limiting nature of their disease (Gott et al., 2009; Lowey, Norton, Quinn, & Quill, 2013 ). The present study highlighted a lack of death preparedness (Pincombe, Brown, Thorne, Ballantyne, & Mc Cutcheon, 2000) amongst not only patients with COPD and their carers, but also those with bronchiectasis and ILD. Death preparedness can be defined as the readiness for death (Hebert, Prigerson, Schulz, & Arnold, 2006) experienced by the patient and their carer. A contributing factor to being prepared for death is also an awareness of dying (Mc Leod-Sordjan, 2014) , however, the present study highlighted how, alongside COPD, patients with bronchiectasis and ILD were unaware of the life limiting nature of the disease and that the patient would die from the disease.
Findings additionally demonstrated that, alongside carers, HCPs found a lack of prognostic certainty in relation to NMRD that resulted in difficulties determining disease progression. This aligned with previous research highlighting that prognostic uncertainty caused HCPs to experience difficulties in effectively managing patients with advanced COPD and recognizing when their condition was declining (Pinnock et al., 2011; Spence et al., 2008) . Our findings further highlighted that this is not isolated to COPD as HCPs perceptions also associated prognostication difficulties with bronchiectasis. Conversely findings highlighted that, unlike carers, HCPs perceived that it was easier to identify the prognosis of a patient with ILD due to clear prognostic indicators. Previous research in the UK (Bajwah et al., 2012) Previous research has identified models of palliative care for patients with ILD and COPD, advocating the introduction of specialist palliative care early in a patient's disease trajectory (Higginson et al., 2014) or when a patients' symptom management becomes too complex for generalists to manage (Strang, Ekberg-Jansson, Strang, & Larsson, 2013) . In the present study participants perceived that specialist palliative care services were not involved with the majority of patients, concurring with previous findings related to patients with ILD (Bajwah et al., 2012; Lindell et al., 2014) and COPD (Beernaert et al., 2013) . We additionally discovered that patients with bronchiectasis also experienced a lack of involvement from specialist palliative care providers. Carers' accounts highlighted that patients with NMRD and their carers wanted access to these services however service availability was often uncoordinated and varied. HCPs however perceived that referrals to specialist palliative care for patients with NMRD are increasing. Results conveyed that this may be equated to increased acceptability of the role of specialist palliative care for patients with non-malignant conditions. VEIGH ET AL.
Carers referred to feelings of role ambiguity caused when they felt excluded from elements of the patients care, but also highlighted how HCPs depended on the carer. Previous research in the UK highlighted that carers of patients with COPD felt unprepared for their role and often felt isolated, due to a lack of bio-psychosocial support from HCPs 
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